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Abstract 
This article describes a qualitative study that examined how 23 young adults with 
pervasive support needs and limited functional communication spent their time and how 
their parents (n=23) and direct support professionals (DSPs; n=2) defined meaningfulness 
in relation to the young adults’ experiences.  Data were collected through semi-structured 
interviews with the parents and DSPs.  Findings indicated that most of the young adults 
spent time in their communities, though typically without friends and not engaged in 
integrated employment. The participants defined meaningfulness according to three 
dimensions: community participation, individual indicators, and the nature of activities in 
the young adults’ schedules. They also described both episodic and ongoing challenges 
that hindered their ability to focus on time spent meaningfully.  Finally, their definitions, 
which reflected basic care needs and community participation goals, raised questions 
related to the awareness, availability, and utilization of services and supports in the adult 
developmental disabilities system.   
 Keywords: pervasive support needs, post-secondary outcomes, parents, 
employment 
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Parent Perceptions of Time Spent Meaningfully by 
Young Adults with Pervasive Support Needs 
 Many young adults experience the pressure of trying to figure out what to do after 
K-12 schooling typically in the areas of post-secondary education, employment, and adult 
living.  The Individuals with Disabilities Education Improvement Act of 2004 
emphasized these same goals for young adults with disabilities as part of national policy 
designed to ensure “equality of opportunity, full participation, independent living, and 
economic self-sufficiency for individuals with disabilities” (IDEIA, 2004).  However, 
research on post-school outcomes for students who received special education services 
indicates low rates of post-secondary school attendance, employment, and independent 
living, especially for those with more significant needs (Blackorby & Wagner, 1996; 
Bouck, 2012; Grigal, Hart, & Migliore, 2011; Newman, Wagner, Cameto, & Knokey, 
2009; Verdonschot, de Witte, Reichrath, Buntinx, & Curfs, 2009b).  In one study, young 
adults with intellectual disability and greater support needs were found more likely to live 
at home and less likely to engage in integrated employment and community participation 
compared to peers without disabilities (Davies & Beamish, 2009).  In another study, 
adults with severe intellectual disability were less likely to live in their own home and to 
experience choice in their lives compared to those with mild intellectual disability 
(Neely-Barnes, Marcenko, & Weber, 2008).  
Most adults in the United States are expected to be employed or seeking 
employment (Migliore, Hall, Butterworth, & Winsor, 2010).  After decades of segregated 
employment opportunities (Bradley, 2000; Certo & Luecking, 2011), there has been 
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emphasis on integrated employment for adults with disabilities such as with recent 
Employment First Initiatives (Callahan, Griffin, & Hammis, 2011; Migliore, Grossi, 
Mank, & Rogan, 2008; Rogan & Rinne, 2011).  Yet most adults with intellectual and 
developmental disabilities (IDD) spend their days in facility-based employment, facility-
based non-work, and nonpaid community activities, or are unemployed and unserved on 
waiting lists (Butterworth, Hall, Smith, Migliore, Winsor, Domin, & Sulewski, 2013; 
Hughes & Avoke, 2010; National Disability Rights Network, 2012; Siperstein, Parker, & 
Drascher, 2013; West & Patton, 2010).  Individuals with developmental disabilities have 
been found more likely involved in facility-based or nonwork services than those with 
other disabilities (Metzel, Boeltzig, Butterworth, Sulewski, & Gilmore, 2007).  In one 
study, individuals with IDD were found to experience a lower quality of life, to desire 
employment, and to be less likely to have friends compared to the general population 
(Sheppard-Jones, Prout, & Kleinert, 2005).   
Finding meaningful and inclusive post-school activities that maximize community 
participation can be a challenge for individuals with pervasive support needs and their 
families.  Walker and Rogan (2007) described that meaningful daytimes include 
satisfying paid employment, contributions through volunteer efforts, friendships, learning 
new things, growing personally and professionally, and leisure and spiritual activities. 
O’Brien and O’Brien (1990) described a general framework for meaningful time 
emphasizing community presence, choice, community participation, respect, and 
competence.  Reflective of this framework and recognizing that some individuals with 
pervasive support needs may not engage in full-time, paid employment, there has been an 
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increase over the past 20 years in community-based non-work (CBNW) activities 
(Sulewski, Butterworth, & Gilmore, 2006).  CBNW activities may include volunteering, 
participating in community recreation or education programs, doing errands, going out to 
eat, and general community participation (Sulewski, 2010).  Though not yet defined as a 
specific service type, CBNW shows great potential to supplement employment services 
and increase community participation (Sulewski, Butterworth, & Gilmore, 2008).  Thus, 
there is a need to further define this emerging service and clarify its role in relation to 
existing services in order to maintain the expectation of employment and to maximize the 
quality of community integration and participation (Butterworth, Hall, Smith, Migliore, 
Winsor, Domin, & Sulewski, 2013; Sulewski, Butterworth, & Gilmore, 2008). 
With such a range of possibilities, it is important to consider how families think 
about and respond to the challenge of meaningful and inclusive post-school activities.  
Families are intimately involved in and directly affected by the process and outcomes of 
the transition to adulthood for their children with IDD (Blacher, 2001; Fujiura & 
Braddock, 1992), yet their perspectives and experiences have infrequently been examined 
in research (Blue-Banning, Turnbull, & Pereira, 2002; Davies & Beamish, 2009; 
Chambers, Hughes, & Carter, 2004; Roush, Fresher-Samways, Stolgitis, Rabbitt, & 
Cardinal, 2007).  Further, extant research suggests that families lack knowledge about the 
adult system and perceive limited funding and options available to them (Chambers, 
Hughes, & Carter, 2004; Freedman & Boyer, 2000; Roush, Fresher-Samways, Stolgitis, 
Rabbitt, & Cardinal, 2007), resulting in greater demands on families (Davies & Beamish, 
2009).  Multiple studies suggest that families perceived employment to be more difficult, 
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and sometimes less likely, for those with more significant needs (Blue-Banning, 
Turnbull, & Pereira, 2002; Davies & Beamish, 2009; Chambers, Hughes, & Carter, 
2004).  Some families were found to be more focused on community participation and 
personal recreation more than integrated employment (McIntyre, Kraemer, Blacher, & 
Simmerman, 2004).  These findings and the lack of family perspectives in the research 
present a great need for new studies to ask similar questions of parents and guardians of 
young adults with pervasive support needs (Verdonschot, de Witte, Reichrath, Buntinx, 
& Curfs, 2009b).  Such a focus, which positions people with disabilities and their 
families as experts who interact with all components of these systems, has been conveyed 
as a research priority (Hewitt, Agosta, Heller, Williams, & Reinke, 2013).  
The current study examined how parents of young adults with pervasive support 
needs and limited functional communication abilities perceived meaningfulness in 
relation to their children’s post-school activities.  Individuals with pervasive support 
needs often must receive lots of assistance to demonstrate self-determination (Wehmeyer, 
2005).  These supported expressions of agency are more likely when interdependence is 
emphasized over independence (Author, Ashby, Arndt, Chadwick, & Kasahara, 2008).  
Thus, how parents and educators support individuals with pervasive support needs may 
be as, if not more, important than the individual’s skills (Carter, Ditchman, Sun, Trainor, 
Sweeden, & Owens, 2010).  With this in mind, we focused on parent perceptions of 
meaningfulness in relation to the young adult’s post-school activities and supports.  This 
research contributes to the literature through such a focus for individuals with pervasive 
support needs.  The following questions were addressed: What do young adults with 
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pervasive support needs and limited functional communication do during a typical week?  
How do their parents define and perceive “meaningfulness”?  What barriers make it 
difficult to achieve time spent meaningfully?  
Method  
A qualitative research design matched the goal of the study which was 
exploratory in nature.  The participants were viewed as the experts, and understanding 
their perspectives and experiences was central to answering the research questions 
(Bogdan & Biklen, 2003).  The qualitative research method used in this study was 
grounded theory (Glaser & Strauss, 1967), an approach in which theory development 
about a process or topic is generated (or “grounded”) in interview data from 20-30 
experienced participants (Creswell, 2013; Strauss & Corbin, 1998).  The guiding inquiry 
centered on “time spent meaningfully” by young adults with pervasive support needs.  
Participants 
 Criterion sampling was the purposeful sampling technique used in this study.  
Purposeful sampling is used in qualitative research to select a sample from which the 
most can be learned (Merriam, 2002).  The criteria for participant selection were based on 
the description of the young adults as a) being between the ages of 21 and 32 years, b) 
requiring pervasive levels of support, and c) demonstrating limited functional 
communication.  Pervasive refers to constant support in multiple environments across 
daily life skills (Luckasson et al., 2002).   
There were 25 participants in this study (see Table 1).  The primary group of 
participants consisted of 23 parents of young adults who met the screening criteria.  
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There were 21 mothers (92%) and two fathers (8%).  Additionally, data was gathered 
from two direct support professionals (DSPs), specifically a case manager and a personal 
care aide (and house-mate).  Both had provided services for at least three years.  The 
participants resided in 13 US states with nine (36%) from the Northeast, seven (28%) 
from the South, five (20%) from the West, and four (16%) from the Midwest.  
<Insert Table 1 about here> 
 Of the 23 young adults, there were 13 (57%) females and 10 (43%) males ranging 
from 21-32 years of age (M = 25.7 years; SD = 2.7).  The participant-reported disability 
diagnoses of the young adults included 11 (48%) with Angelman syndrome, five (22%) 
with cerebral palsy, two (8%) with autism, and one (4%) each with Down syndrome, 
Aicardi syndrome, Oral Facial Digital Syndrome, Rett syndrome, and Intellectual 
Disability.  While almost half were diagnosed with Angelman syndrome, the criteria for 
inclusion focused on the level of support needs and limited functional communication 
skills regardless of the condition.  Nineteen (83%) young adults did not speak; others 
spoke only a few words and inconsistently.  All parent descriptions indicated limited 
functional communication via any mode (e.g., signing, gesture, device).  
While school-aged, 13 (68%) young adults spent less than 40% of their time in a 
public school general education class, four (21%) were included at least 80% of the time, 
and two did not attend public school1.  Seventeen (74%) young adults lived at home with 
their parents.  Regarding adult services, 11 (48%) families utilized participant direction 
                                                
1 We did not receive school data from four participants so these figures include a total of 19 young adults 
compared to the full group of 23 in the others. 
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(i.e., employer and/or budget authority) of their services through the Medicaid Home and 
Community-Based Services waiver.  Seven (30%) families utilized agency-directed 
services, and five (22%) families did not access in-home supports (see Table 2).   
<Insert Table 2 about here> 
Procedures  
 Recruitment occurred through dissemination of a one-page flyer to organizations 
(e.g., TASH) and agencies (e.g., Federation for Children with Special Needs) supporting 
individuals with pervasive support needs.  Snowball sampling was employed to target 
individuals who met the study criteria. Those interested completed an online screening 
survey with forced-choice and open-ended questions about their children’s support needs 
and functional communication to ensure criterion sampling.  The first two authors 
evaluated survey responses against study criteria, and agreed on all screening decisions.  
Based on the criteria, 23 of the 54 respondents who completed the survey screened in to 
the study.  We included the two DSPs because of strong parent recommendations based 
on length of employment and close relationships. 
 Data collection.  The first author interviewed each of the 25 participants by 
phone using a semi-structured interview technique.  This specific type of interviewing 
was chosen to obtain comparable data across participants while allowing for flexibility to 
follow up on topics that emerged (Bogdan & Biklen, 2003). All participants were asked 
for a description of the individual and how he/she spent his/her time in a typical week, 
how the participant perceived these things and thought the individual perceived them, and 
how the participant defined meaningfulness in relation to them.  All interviews were 
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audio recorded and transcribed verbatim (364 single-spaced pages).  Someone other than 
the transcriber checked each transcription for accuracy with the original recordings.  
 Data analysis.  Data were analyzed inductively to maintain a focus on how the 
participants perceived the individual’s activities and the concept of meaningfulness 
(Bogdan & Biklen, 2003).  The systematic process of data analysis included a multi stage 
process of open, axial, and selective coding in order to identify relevant data units and 
ultimately to organize them according to key characteristics (Strauss & Corbin, 1998).  In 
the first stage we (the first two authors) went through two rounds of open-coding two to 
three transcriptions separately, discussing similarities and discrepancies, and refining the 
list of codes.  Constant Comparison (Strauss & Corbin, 1998) allowed for the systematic 
exploration of possible variations in codes until saturation.  We looked for patterns and 
relationships in these topics and compared them across each interview and observation, 
ultimately resulting in primary and secondary codes.  We developed a codebook with 
definitions, examples, and non-examples of each code which provided explicit guidelines 
for distinguishing between codes to ensure consistency of coding.  The first author, 
having established familiarity with the data by conducting all interviews and reading all 
transcriptions twice prior to coding, coded the rest of the interviews using 
HyperRESEARCH qualitative analysis software and wrote researcher memos detailing 
emerging themes and any questions that arose while coding.  Coded interviews and 
memos were shared and discussed until agreement with the second author.  
During the axial coding stage the first two authors identified themes by focusing 
on connections between primary and secondary codes, developing categories and 
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subcategories, and examining relationships among categories.  In total, 116 codes in 12 
categories were used.  Of the 116 codes, a core group of 46 were each used (i.e., assigned 
to data units) 10 or more times.  HyperRESEARCH allowed for data enumeration, 
producing frequency counts for each code, as well as 12 category-specific reports with 
coded data units.  Each report was analyzed inductively to assist with confirmation of key 
themes, explication of relationships among categories, and achievement of higher levels 
of abstraction.  The selective coding stage included revising and refining the theoretical 
framework to identify the core category and how it connected to the others, thus 
organized into the theoretical framework best representing the data. 
Additionally, the first, fourth, and fifth authors wrote one-page summaries 
describing how the young adults spent their time based on the participant descriptions.  
The first and fourth authors coded whether the time was characterized by independence 
from parents; a variety of age-appropriate, interest-based leisure/recreation activities; 
employment opportunities; contributions to others; and social inclusion with peers with 
and without disabilities. These components were part of the theoretical framework for 
meaningful time and used as indicators of meaningful time. 
Results 
  The results will be reported in response to each of the research questions: a) 
Community Presence, b) Time Spent Meaningfully, and c) Challenges.   
Community Presence 
 The first research question asked what the young adults did during a typical week.  
Participants described where the young adults spent their time and the extent to which it 
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was spent in community settings, which was revealed to be an indicator of 
meaningfulness among participants.  This section describes involvement in a) facility-
based programming, b) employment, and c) the local community. 
The first factor in community presence was facility-based programming.  Ten 
(43%) young adults spent time in day programs.  All but one of the 10 (90%) participants 
with children attending day programs utilized agency-directed Medicaid Home and 
Community-Based Services or did not utilize any at all.  Five participants described the 
day programs as being high quality based on their children being engaged in a variety of 
meaningful and age-appropriate activities in the community.  Others settled for a 
perceived lesser program, as one mother (P11) described: “There are different day 
programs, and some of them suck less than others, and that’s kind of where I feel that she 
is right now, is in one that sucks less than others.”  The participants described the 
qualities they were seeking as time in the community, enough staff to maintain safety, 
and adequate levels of stimulation and engagement (i.e., not just sitting around).  Among 
those whose children did not attend formal programs, several indicated they would 
choose to do so if a quality option, as one mother (P10) described: “And he pretty much 
stays at home because I have not been able to find a suitable day program for him.  I 
looked and I just haven’t found any place that I would be comfortable putting him.” 
Some parents discussed wishes to design their own programs. They valued programs for 
the consistency of a place to go and things to do.   
Other participants valued naturally occurring and integrated activities in the 
community and thus opted to establish those outside of facility-based programming. One 
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mother (P13) explained, “You have to keep these kids active. But in doing so, you also 
have to keep them out in the real world. I didn’t want them to be in a center every Friday 
doing the same thing every week.”  Similarly, one of the two direct support professionals 
(P5) described the importance of variety:  
You know those day programs set for them?  Certain time they will be doing this, 
that.  [Kara’s mother] didn’t want that.  It would get boring if you keep on doing 
the same thing same time every single day.  For us, it’s more like when you go 
out and have fun with your friends or even at home if you are hanging out with 
your buddies.  Like, it doesn’t even seem like you are working with her.  
The second factor in community presence was employment.  Five (22%) of the 
young adults had a paid job, and seven (30%) performed a volunteer service.  Of these 11 
young adults (one person had a job and volunteered), seven (63.7%) utilized participant-
directed services. Twelve (52%) young adults were neither employed nor volunteered.  
Of these 12, eight (66.6%) utilized agency-directed services or did not access in-home 
supports.  Of those with paid employment, two were self-employed, one worked two 
part-time jobs, one engaged in paid tasks at her day program, and one worked in an 
existing office job.  This last individual also volunteered at a golf course.  The two self-
employed individuals each started their own micro-business with the help of their 
families after graduating from high school.  Each parent stressed that employment 
experiences during their children’s transition programs helped them figure out what they 
wanted to do and could do, and were thus invaluable to this outcome.  Of the others who 
volunteered, one was through the day program, four were in the local community 
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(church, YMCA, and local theater), and one at the local elementary school as part of his 
transition program. 
Of the participants whose young adult children were without paid or volunteered 
work, three (25%) desired employment and seven (58%) felt that employment was not 
realistic based on the level of their child’s support needs.  For example, one mother (P18) 
stated, “She is not at the level to be able to work or volunteer.  She needs someone with 
her at all times.”  As well, two (8%) participants believed that employment was 
unnecessary for a meaningful life.  The mother (P6) of a son who volunteered at his 
church found meaning during other parts of his day:  “That [day program] is just where 
he goes during the week.  The rest of his life is where he’s doing his meaningful 
activities.  The job’s not everything.  You have a life outside of your job.”  
Developing and maintaining the continuity of work opportunities and supports 
was described as a challenge by some of the participants.  It was difficult to find interest-
based and consistent, paid or volunteered employment and to maintain individualized 
supports.  One father (P2) described this: “We pursued opportunities for him to work, but 
it’s been difficult because it requires a continuity, and places will say, ‘Yes, we’re 
interested in having him come in.’ And they start and it just kind of falls by the wayside.” 
They eventually focused on the meaningfulness of other activities rather than struggling 
to attain consistent employment.  
Third, all participants described the extent to which their children were engaged 
in the community, which we termed Community Presence (CP).  CP was operationalized 
as participating in non-specialized (i.e., not designed for individuals with disabilities) 
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places five to seven times per week (high), three to four times per week (medium), or one 
to two times per week (low).  Nineteen (82.6%) young adults had a high (n=9) or medium 
(n=10) community presence.  Of those with high CP, seven (77.8%) utilized participant-
directed services.  Of those with medium CP, seven (70%) utilized agency-directed 
services or did not access in-home supports.  Upon comparing these groups, we identified 
a pattern between high and medium CP levels related to community engagement.  
Individuals with high CP compared to those with medium CP spent more time in the 
community overall and also participated in more interactive and integrated activities.  
These included working or volunteering, going out to eat and to the movies, engaging in 
physical activities (e.g., working out in a gym, hiking), hanging out with nondisabled 
peers (e.g., in a bar, at a park), and taking college classes.  Those with medium CP spent 
less time in the community overall and were less likely to do so with nondisabled peers.  
They went to church, the mall, the library, and the zoo with their families or staff 
members.  
Looking at how individuals spent their time overall, we coded whether one’s time 
was characterized by independence from parents; a variety of age-appropriate, interest-
based leisure/recreation activities; employment opportunities; contributions to others; and 
social inclusion with peers with and without disabilities.  These components emerged 
from the participant perspectives and were utilized as indicators of time spent 
meaningfully.  Ten participants (P1, P2, P4, P7, P8, P11, P14, P12, P13, and P24) had 
children whose time was characterized by high levels of at least four or all five of these 
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components.  Of these 10 participants, all but one (90%) utilized participant-directed 
services.  
Time Spent Meaningfully 
The second, and primary, research question explored how participants defined 
meaningfulness in relation to what the young adults did in a typical week.  The thematic 
categories making up the framework for time spent meaningfully included: a) community 
participation, b) individual indicators (displayed by the young adult), and c) key 
characteristics of the activities that made up his or her schedule.   
<Insert Table 3 about here> 
Community participation.  Seventeen (68%) participants defined 
meaningfulness as being part of the community.  They wanted their children to be known 
in the community and part of a larger group beyond the family, as one father (P2) 
described:  
I tell people kind of jokingly but somewhat seriously at times, he has a better life 
than we do.  I mean, he has people to take him out and do all these things all the 
time…But the nice part about it is people see him in the community…The best we 
can hope for is that he goes to the community and then people see him, and 
people develop an appreciation for him. 
Participants described two levels of community participation. The first was surface level 
recognition doing everyday things.  Over time, this led to becoming a known member of 
the community who experienced the full benefits of belonging, as one mother (P8) 
described: 
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He knows people everywhere we go and it just always makes me smile because I 
really believe that if people in the community know who you are, you’re much 
safer in the community because people aren’t going to let bad things happen to 
somebody they know.  
 Twelve (48%) participants emphasized that it was meaningful to spend time in the 
community with same-age support staff or peers.  Many of these parents strove to hire 
college students or recent graduates as DSPs, as one mother (P12) described: 
They come into it with a peer perspective, where it’s just another buddy to them 
to hang out with or do things with. They’re young and have a lot of energy, and 
they’re just creative in their thinking and not stuck in maybe past experience kind 
of thinking. They come in brand new, some of them without any experience at all, 
and sometimes that’s good in that you can mold their thinking and show them just 
all the good things about people with disabilities and what they’re capable of and 
just kind of get rid of those myths of the old way of thinking.  
Another parent (P8) stated, “I’m constantly trying to find more opportunities for him to 
do, you know, really typical stuff with people his age.”  Many of the young adults 
predominantly spent time with staff, and some of the participants described them as 
peers.  Others preferred hiring young staff for social modeling and as social connectors to 
try to facilitate friendship opportunities with unpaid peers in the community.  
Community participation also included descriptions of its impact.  Nine (36%) 
participants described meaningfulness to include people who love their children in their 
lives, and eight (32%) emphasized their children having a positive impact on those with 
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whom they interacted.  One mother (P10) described the importance of people who loved 
her son in his life: “I think what’s meaningful for Shane is having and being around 
people who care about him and who are willing to help him be engaged in interacting 
with his environment.”  One mother (P8) linked her son’s contributions to the impact on 
others: “For me meaningfulness is he’s contributing.  He’s making some of his own 
money.  He’s making a difference in other peoples’ lives because people are just nicer 
people after they know Jake for a while.”   
Individual indicators.  The participants consistently described individual 
indicators of meaningfulness.   Many of the young adults required constant support in 
their daily lives, and many of them had unfortunately endured, or were still experiencing, 
times of inactivity.  Thus, sixteen (64%) participants placed a premium on having active 
and busy lives: “I wanted Sammi to have a very active life because in the real world, she 
wouldn’t be sitting and watching TV all day if she didn’t have the disability” (P13).  
Similarly, nine (36%) participants stressed that without stimulation their children would 
shut down from their environment:  
I think he spends too much time sitting in his chair in the den, more than I’d like.  
He sleeps a lot out of boredom, and if he were somewhere else with other people 
and there were things going on he’d be more stimulated to stay awake. (P9)  
One of the two DSPs (P3) described the meaningfulness of improving Ben’s schedule: 
Before I got here Ben’s parents said Ben was just low-key, he seemed bored in 
life. So I worked with the team and we really have busted our butts to get him out 
there, and they say Ben is totally different in the last two-and-a-half years. You 
Time Spent Meaningfully 
 
 
 
 
 
 
 
 
20 
know, he’s just happy. He’s more alert and attentive. He listens. He’s living life. 
Smiling. I mean the most important thing, I think, is because of all the things that 
we do. That’s meaningful to him. I mean, he has a life now! 
A typical week included time at church, an art studio, and music stores; hanging with 
friends at local bars, parks, and concerts; and volunteering as an usher at a local theater.  
Fourteen (56%) participants found meaningfulness when their children seemed 
happy as demonstrated by smiling, becoming animated or vocalizing, and reducing 
resistant behaviors (e.g., tantrums).  One father (P23) described the positive effect of this 
indicator: “I think if a person is doing something meaningful that they enjoy, I guess 
that’s number one…We’re happy because he seems really happy.”  
Finally, while they were often significantly involved in their children’s lives, 10 
(40%) participants perceived meaningfulness when their children interacted with others 
independent of their parents.  This was a purposeful choice by some parents: “I really 
find it’s important to have some activities where my husband and I fade very much into 
the background or become totally nonexistent. That’s meaningful to her, that ability to 
grow and be more independent has been important” (P1).  One mother (P4) described 
how her daughter thrived when she moved into a home of her own with live-in staff:  
Kara needs total care.  She doesn’t speak.  She doesn’t walk.  She doesn’t have 
use of her hands.  BUT, she does rule that house.  So she just absolutely loves it.  
She’s smiling so much more.  I mean, she was happy before.  She was great when 
she was home.  I didn’t know she could go that much further and blossom that 
much more.  And she just has.  Right from the very beginning, the first weekend 
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she moved in.  I expected somewhat of a transition, you know?  And there was 
nothing.   Dad and I had withdrawals, but she had no problem at all. 
Including independence as a personal indicator reflected age-appropriateness: “I mean 
any other person doesn’t want to be with their parents all the time” (P17).  
Meaningful activities and schedules.  The third component of meaningfulness 
focused on the nature of the activities in which the young adults engaged.  Fourteen 
(56%) participants articulated that meaningful activities were those that were interest-
based and purposefully selected: “His schedule is individualized only because we know 
what he wants pretty much, and we make sure that his schedule has that in it” (P10).  One 
mother (P24) emphasized focusing on interests, not settling for what is available: “It’s 
something that she would be interested in doing not just something like, ‘Oh, this is the 
only thing we can find for you.’” 
For 13 (52%) participants, meaningfulness meant engaging in a variety of 
activities.  Some participants worried about their young adult child doing the same things 
year after year.  Others valued learning new things or embracing change as many typical 
peers of this age do: “I don’t want him to go through the rest of his life doing the same 
thing.  I don’t know any other 27 year-old who is doing the same thing forever.  They 
change jobs.  They change activities.  They’re doing different things” (P6).   
Ten (40%) participants emphasized that it was meaningful to be engaged in 
normal activities.  When unsure what their young adult child wanted to do, they assumed 
and worked towards typical (i.e., age-appropriate, not specialized) activities:  
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Put yourself in that person’s shoes and think about what you’d want to be doing 
and if they can’t tell you, what’s the harm in trying new things?  Jake wasn’t able 
for years to tell us what he wanted but we just gave him the benefit of the doubt 
and tried to make life as typical as possible. (P8) 
For some, this meant being spontaneous rather than maintaining a rigid schedule: 
We always have the plans when we come in, but we don’t have a set thing that we 
do with him each week because we want to have a normal life, too.  The goal is to 
get him out, but we don’t want his entire schedule to be completely just, “This is 
what you’re doing every week at this time.” (P3) 
Similarly, some participants felt doing age-appropriate things meant taking risks:  
I tell staff their focus is on, “What are the things that I can do for Lucy that she 
would be doing for herself at this age?” Interacting with friends is one of them. 
And so they help invite people, respond to invitations, decide what’s worth doing 
and what isn’t, within reason. We have limited stakes gambling here, and one 
time somebody proposed, “Let’s go and play slot machines.” Her caregiver was 
kind of at a loss, like, “I don’t know. Is this appropriate?” And she texted me, and 
I was kind of at a loss when I got the text. And I thought, “Sure. Why not? We’ve 
got this whole jar full of coins at home, so go up there and spend it.” And they 
said, “Okay, here. You guys have a 25 dollar limit. Go to town, you know? Play 
the slots.” And they did and had a great time. (P11) 
Finally, 10 (40%) participants described meaningfulness as doing things that were 
purposeful and relevant.  One mother (P19) valued her daughter’s sense of purpose: 
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“When I look at her and she knows that her van is going to be coming…When I see the 
look on her face in the morning, “Get me ready to go. Let’s get out the door. I want to 
work.”  A few others described a sense of purpose found in doing things that gave back to 
the community such as recycling, cleaning, or offering a service.  The sense of relevance 
meant that the activities were important to the individual: “He gets to choose.  He’s not 
wasting time.  He’s doing stuff that really means something to him” (P12). 
Challenges 
While many participants were pleased at the levels of CP and at least some time 
spent meaningfully for almost all of their children, they also described episodic and 
ongoing barriers to their ability to focus on meaningfulness.  These challenges resulted in 
a sense that achieving meaningfulness required consistent effort, and that even current 
successes were precarious.  The predominant challenges were: a) planning for the future, 
b) social isolation, c) struggle to find staff, and d) physical/health problems.   
Planning for the future.  All but one of the parents, and 22 (88%) participants 
overall, described a concern of planning for the future.  Their first priority was ensuring 
safety and continuity of care for their children when they were no longer able to:  
We just agonized over who in the world, what's going to happen when I die?  You 
seriously think about who is going to take care of her, and that's why it’s hard.  I 
think we get so hung up on that question [of future planning] that how her life is 
to be more meaningful down the road is, is almost- it has to be second, 
unfortunately, to who is just going to meet her basic needs. (P16) 
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In relation to that issue of meeting basic needs, participants wondered about the 
possibility of siblings, other family members, and friends being present in their children’s 
lives.  One mother (P9) described the importance of meeting this principal challenge: 
And it’s like, who do you want to make those decisions for your child?  I wanted 
to be able to say on my deathbed, “I did the absolute best for him I could do.” 
There was nothing else I could’ve done to make his life as full and rich.  I did it 
all, and I don’t regret any of it.  I don’t regret any of it.  I don’t say it was easy.  It 
was not an easy thing.  I cried many tears, but I’m telling you now it was the right 
thing to do because if I die tonight my son is taken care of for the rest of his life, 
and I made those decisions for him, not the state. 
Social isolation.  The second challenge identified by 18 (72%) participants 
related to social interactions with peers, specifically the social isolation experienced by 
many of their children.  Some of the young adults interacted with peers and friends, but 
most did not.  The participants articulated several key obstacles. One mother spoke about 
her daughter’s friends from high school drifting from her when they went away to college 
while her daughter stayed home.  Similarly, another mother (P14) described the challenge 
all people face in maintaining friendships outside of school: “Most 29 year-old people 
work all day, have wives or husbands or boyfriends or girlfriends or children by now. 
Many of them do. And so, it’s harder to do. I think it gets harder as you get older.” 
Several participants described the consequences of families moving:  “That was our 
problem. We moved a lot…We don’t see them anymore. If we were to stay in the same 
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place, I think she would have had more friends. She actually has zero friends at this 
point” (P18). 
 The second piece of the social puzzle was reciprocity, an essential element of 
friendship.  Many participants articulated that their children were socially outgoing.  
Despite these qualities, many of their children were not sought out by peers: 
Whenever you engineer these kinds of opportunities for people in the community, 
you always hope that people will reciprocate, like we take him out and then 
people will come over.  But we haven’t really noticed that, actually.  I mean, 
people know him in the community, but it’s not like they come over to the house 
and say, “Gee, can I hang out with Ben?”  I’d like him to make more friends.  I 
think it’d be great for people to come and say, “We’d like to take Ben out 
somewhere.”  You know? But you can’t force that. (P2) 
Struggle to find staff.  Twelve (48%) participants described difficulties finding 
and keeping high quality staff.  Some had taken over that role themselves or settled for 
DSPs perceived to be not doing as much as they could, as one mother (P25) described: 
It’s been a struggle to find people, and to find people that will fit in the family, 
but also people that will come consistently and that will do what they’re supposed 
to do instead of just sit and watch TV.  Because Emily doesn’t engage, people 
would just come and ignore her and say that, “Oh, she wasn’t hungry because her 
eyes were closed.”  
Participants desired DSPs who were consistent, viewed the individual as a person first, 
and engaged the individual beyond just meeting safety and basic needs.  Some 
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participants viewed the lack of engagement as a result of low expectations for the 
individual: “We don’t always get people who see the needs of people with disabilities as, 
well, you just need to take care of them is what most people see out here.  They don’t see 
them as having personalities, needs, and interests” (P7).  
Health issues.  Eleven (44%) participants described long-term and acute health 
care needs impacting their lives.  Many struggled with the physical demands of care:   
The sleep has been a nightmare.  It’s been 28 years of sleep deprivation for my 
husband and myself.  It used to be worse like, when he was four, five, six.  It was 
common for him to be up 24 hours.  There was one time when he was up for 48 
hours and I thought I thought I was going to go insane.  But even now, honestly, if 
he will sleep six hours straight, we feel like we’d died and gone to heaven.  (P15) 
Another common challenge for participants included their children growing 
bigger and stronger than his/her parents.  This became even more problematic when the 
individual engaged in resistant behaviors.  Additionally, new complications such as with 
medications sometimes interrupted meaningful activities and schedules: 
He sleeps in until nine, gets up, has breakfast.  He has medications that he never 
used to have, which I’m always concerned about whether he’s overmedicated.  
But we keep working through all those issues and it’s hard to know exactly, and 
then he often doesn’t want to go and do anything until afternoon. (P20) 
Many of these challenges, especially the immediate emergencies of physical health, were 
noted as deflecting attention from meaningful living to basic survival.  Ultimately, the 
health-related concerns took priority over meaningfulness.   
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Discussion 
 This qualitative study examined how 23 young adults with pervasive support 
needs and limited functional communication spent their time and how their parents 
(n=23) and direct support professionals (DSPs; n=2) defined meaningfulness in relation 
to the young adults’ experiences.  As a result of this exploration, we identified several 
themes that provide insight into how these participants interpreted the value of these 
activities for their young adults.  Understanding what parents and guardians of this 
population of young adults view as meaningful is critical for improvements in the 
transition process and post-school outcomes (Henninger & Taylor, 2014).  As well, 
parents and guardians interpret the preferences of their sons and daughters with pervasive 
support needs (Brown, Gothelf, Guess & Lehr, 1998), which is a necessary support for 
self-determination during transition and adulthood.  
  Overall, the young adults were described as being integrated to some degree in 
their communities though many did not have friends, and half did not engage in paid or 
volunteered work.  The participants described clear ideas of what was meaningful.  The 
conceptual framework that emerged for meaningful time included three dimensions: 
community participation, individual indicators, and quality of activities/schedule.  
Meaningful time was manifested by being active/busy, in the community, independent 
from one’s parents, with same-age staff or peers, and with people who loved the 
individual; doing a variety of interest-based, normal (age-appropriate, typical), purposeful 
and relevant activities; resulting in the individual seeming happy, being stimulated, and 
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making a positive impact on others.  Ultimately, they were not envisioning things that 
seemed unreasonable.  
The parents described diligent efforts to support their children to engage in time 
spent meaningfully, but also both episodic and ongoing challenges that diverted efforts 
toward meaningfulness. The episodic concerns consisted of children’s health issues and 
the seemingly ongoing struggle to find and keep quality staff (Hewitt & Larson, 2007).  
Planning for the future took up lots of time and energy as the ongoing, long-term focus 
upon which almost all of the parents focused.  Many parents were more focused on safety 
and basic needs than time spent meaningfully, as over half of the mothers were in 
McIntyre, Kraemer, Blacher, and Simmerman’s (2004) study.  Many opted for 
involvement in specialized programs and places, which conveyed lower expectations than 
those expressed by professionals in the field who advocate inclusive settings with natural 
supports (e.g., Ferguson & Ferguson, 2006).   
That these parents struggled to achieve these basic components of meaningfulness 
raises important questions.  First, were parents settling for the services they received or 
were they truly satisfied?  Second, is there enough coordinated and individualized 
support from adult service agencies such that parents do not have to settle or feel that 
they are facing such a daunting task?  The results of the current study confirm prior 
findings that the young adults lived and would likely continue to live in their family 
homes (Chambers, Hughes, & Carter, 2004; Hewitt & Larson, 2007; McIntyre, Kraemer, 
Blacher, & Simmerman, 2004) and that parents felt unprepared for their roles as 
advocates in the adult system and were more involved than anticipated (Bianco, 
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Garrison-Wade, Tobin, & Lehman, 2009).  These questions must be addressed by state 
agencies and policy makers considering families’ lived experiences and perceptions.   
Based on these findings and because family involvement and advocacy are related 
to increased community participation and independence of individuals with IDD (Roush, 
Fresher-Samways, Stolgitis, Rabbitt, & Cardinal, 2007; Verdonschot, de Witte, 
Reichrath, Buntinx, & Curfs, 2009a), we offer the following recommendations to families 
and support providers.  First, employment should be a priority for all individuals with 
IDD as recommended by others (Butterworth, Hall, Smith, Migliore, Winsor, Domin, & 
Sulewski, 2013; Sulewski, 2010).  However, in the absence of full-time, paid, integrated 
employment, teams should maximize time spent meaningfully through person-centered 
planning utilizing this study’s conceptual framework, which may assist in clarifying the 
role of community-based non-work activities.  According to these parents, work was not 
the only way to have meaning in one’s life.   
Second, to support choice and self-determination (Bradley, 2000), families need 
greater awareness and easier implementation of participant-directed services (Caldwell, 
2007; Gross, Wallace, Blue-Banning, Summers, & Turnbull, 2012).  The flexibility 
afforded by this option allowed families to achieve many of the positive outcomes 
described.  The majority of participants with children whose time was characterized by 
independence from parents; a variety of age-appropriate, interest-based leisure/recreation 
activities; employment opportunities; contributions to others; and social inclusion with 
people with and without disabilities utilized participant-directed services.  Yet others 
were unaware of this option or avoided it due to perceived difficulty of administration.  
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The majority of those who utilized agency-directed services or did not access in-home 
supports described that their children attended day programs, did not work or volunteer, 
and had lower levels of community engagement.  These findings suggest distinct 
outcomes relative to these service delivery options.  In other words, what one did 
depended on where they went.  Moreover, families still need more detailed information to 
be effective decision makers in utilizing existing supports (Freedman & Boyer, 2000).  
Some families in the current study did not take advantage of available services.  In 
addition, there is a need for high quality options to help families meet both present and 
future planning needs.   Many families were unhappy with the perceived quality of 
existing options.   
Third, to achieve belonging and increase social relationships with peers, efforts 
should extend beyond occasional presence in the community to consistent engagement in 
meaningful and age-appropriate roles.  Just as with inclusive schooling, physical 
proximity alone does not translate into friendships (Cutts & Sigafoos, 2001; Kluth, 2003; 
Matheson, Olsen, & Weisner, 2007).  Adults with pervasive support needs tend to have 
few friends and frequently name family members, paid staff, and others with disabilities 
as their friends (Amado, Stancliffe, McCarron, & McCallion, 2013).  In addition to 
consistent and meaningful engagement in the community, it seems promising to extend 
the school-based strategies for facilitating relationships between those with and without 
disabilities to adults (Author, 2012; Carter, Asmus, & Moss, 2013).  Strategies used by 
participants in this study included hiring peers as staff, asking staff to be social 
connecters, and taking advantage of social opportunities on nearby college campuses. 
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Finally, the balance of spontaneous and planned activities in one’s schedule is a 
key consideration.  Many participants lined up numerous activities in which their son or 
daughter could consistently engage.  Certain activities do inherently occur on a regular 
basis.  Many parents focused on developing a full schedule to ensure high levels of 
community participation as a way to keep busy and as a strategy to become more socially 
connected.  Other participants felt that meaningfulness and personal agency resulted from 
schedules with the flexibility to take advantage of natural opportunities with peers in the 
community (e.g., attending concerts, spending time in the park on a nice day).  These 
considerations reflected how the participants perceived meaningfulness, as well as what 
they could do themselves or with the supports they utilized.  
Limitations and Recommendations for Future Research  
 Several limitations of this study should be addressed by future research.  First, our 
participants included some with children just out of school and others with children who 
had been out for ten years.  While the children’s ages fell within an appropriate range 
reflecting young adulthood, future studies could control for similar situations in order to 
delve more deeply and specifically into the critical factors at each individual’s life stage.  
Second, the data collection included single interviews with each participant. Future 
studies could be designed longitudinally to include multiple interviews over a period of 
time to track changes in perceptions of meaningfulness, as well as awareness and 
utilization of supports. Third, we interviewed parents (and the two DSPs) because their 
children demonstrated limited, if any, functional communication. We specifically chose 
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this population to address a need in the literature. Future studies should certainly strive to 
include the perspectives of individuals with disabilities themselves.  
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